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INTRODUCTION:
Crisis situations in dementia are common, often multifactorial and frequently result in hospital and care home admissions. Factors such as living alone, increased dependency and severity of dementia, high levels of carer burden and poor social support networks contribute to the risk of people with dementia being institutionalised (Smith et al., 2001; Spitznagel et al., 2006; Yaffe et al., 2002) . The English National Dementia Strategy emphasises care at home and the avoidance of hospital admissions, which can be detrimental for people with dementia (DH, 2009) .
Interventions directed at avoiding or delaying institutionalisation, such as reducing difficult behaviours and carer burden, may result in improved quality of life for people with dementia and their family carers, greater independence and economic benefits (Yaffe et al., 2002 , Banerjee & Wittenberg, 2009 .
A crisis in dementia was defined as "a process where there is a stressor(s) that causes an imbalance requiring an immediate decision which leads to a desired outcome and therefore crisis resolution. If the crisis is not resolved, the cycle continues" (MacneilVroomen et al., 2013) . Whilst immediate interventions may be necessary, stabilising measures can also help prevent future crises. These home treatment interventions should be shaped by preferences and choice to ensure their acceptability to people with dementia and family carers. A qualitative study (Toot et al., 2013) showed that staff often emphasised more costly and intensive interventions for crises, such as extended hours services and multidisciplinary work, but people with dementia and their carers valued practical help, such as home care, home adaptations, and support from family and friends.
Whilst many stakeholders are involved in the management of dementia, particularly health and social care professionals, family carers and people with dementia This study aimed to identify the main causes of crisis and interventions to treat or prevent crisis in persons with dementia, based on different stakeholder perspectives.
METHODS: Design
An online survey was designed based upon a literature review of crisis interventions in dementia and analysis of focus groups that explored the causes of crisis in dementia and identified appropriate interventions (Toot et al., 2013 -see Table 1 ). The survey was developed to identify the primary causes of crisis, and distinguish interventions useful for managing or preventing a crisis for people with dementia and was part of a modified Delphi Process (Murphy et al., 1998; Fink et al., 1984) Participants were asked to indicate if they had experience of a crisis situation whilst supporting someone with dementia.
Survey Design

Causes of crisis:
The thematic analysis from the earlier focus groups study and the literature review identified five categories for causes of crisis: behavioural/psychological, physical health, vulnerability, family carer and environment (Toot et al., 2013) . Each category included a list of factors that could precipitate a crisis for people with dementia and their carers (Table 1) . To prioritise and rank the factors most likely to cause a crisis, participants were asked to choose the fifty percent of these items that they thought were the most important contributors to a crisis. The questionnaire also allowed for comments about causes that might not have been included. (Table 1 here) Interventions in a crisis:
Four categories of interventions: professional healthcare, social home care, family carer and home living environment were identified through the thematic analysis of the focus group transcripts and the literature review (Toot et al 2013) . Each category included a list of interventions and respondents were asked to indicate those interventions which were important in managing and/or preventing a crisis.
Respondents were able to comment on interventions that had not been included and on the importance and frequency of the interventions for effectiveness and usefulness.
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The questionnaire was made available in both online and paper versions for completion between November 2010 and January 2011. The online survey was created through SurveyMonkey (SurveyMonkey 2010). Dissemination was via:
professional organisations, Dementia and Neurodegenerative Diseases Research Network (DeNDRoN) and NHS Trusts (health care professionals); direct/personal email correspondence to published academics; Dementia UK (carers); participants in the focus groups (carers and health care professionals); and day centres/hospitals (including 1:1 meetings with people with dementia following consultation with service managers).
Ethical considerations
Ethical approval was obtained as part of the SHIELD home treatment programme study (REC Reference Number: 10/H0701/20). Prior to starting the questionnaire, respondents were asked to tick a box consenting to their participation in the research.
The survey was anonymous; however participants had the option to enter contact details on a separate questionnaire if they wished to enter a prize draw for a £150 shopping voucher.
Statistical Analysis
Frequency distributions were used to determine the top five choices of causes and interventions for crisis. Chi-square tests were used to examine whether there were differences in responses between the four groups and p-values were calculated. For groups which had cells with frequency counts less than five, Fisher's Exact Test was used.
RESULTS:
Responses
Overall 719 respondents completed the questionnaire, comprising: 20 academics (2.8%), 562 health sector staff (78.2%), 54 family carers (7.5%), 23 social care sector staff (3.2%), 16 emergency services staff (2.2%), 12 voluntary sector staff (1.7%), 4 people with dementia (0.5%) and 28 others (3.9%). In all, 711 (99%) questionnaires were completed online, 4 (0.5%) were completed by hand and returned by post, and 4 (0.5%) were completed by hand by the researcher through interviewing people with dementia.
Of these, 627 (87%) respondents were female and 620 (86%) reported having experienced at least one crisis involving people with dementia and their carers.
The participants were grouped into the following four categories for the purpose of analysis: 395 (54.9%) physical health staff, 227 (31.6%) mental health staff, 72 (10%) consumers (people with dementia, family carers and voluntary sector) and 25 (3.5%) academics.
Causes of Crisis
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The top five causes of crisis, ranked by each of the four groups are listed in Table 2 .
The 5 most commonly cited risks were ranked in order from 1 to 5.
( Table 2 here)
Behavioural and Psychological Factors
Wandering, physical and verbal aggression, sleep disturbance and suspicious/paranoid ideas were consistently deemed important across the four groups and were nearly always ranked in the top five causes of crisis for behavioural and psychological problems. However, consumers rated physical aggression as much less important (p<.001) and severity of memory impairment as much more important (p<.001) than the other three groups. Mental health staff were more concerned about suspicious/paranoid ideas (p<.004) than the other three groups.
Physical Health Factors
Falls, infection, delirium, immobility and incontinence were rated consistently as key risk factors precipitating crisis indeed falls, infection and delirium were rated much more highly than all other causes. Mental health staff had a greater concern over delirium as a risk factor compared to the other three groups (p< .001), whereas consumers felt incontinence was a bigger problem (p<.006).
Vulnerability
Inability to identify potential risks, poor nutrition, abuse of the person with dementia, lack of support services and safety outdoors were identified consistently as risk factors for crisis. Mental health staff were more concerned at the risk of abuse (p<.001). Neglect of personal hygiene was also considered highly important.
Family carer
The family carers' physical and mental health, carer burden, and the sudden absence or death of the family carer were rated very highly important across the groups.
Environment
There were more differences in relation to environmental risks between the four groups. Physical health staff rated hazards around the home as the top risk factor (p<.005) and mental health staff rated hazards associated with daily living tasks likewise (p<.04). In contrast, consumers felt that the person with dementia living alone (p<.004) was the most important risk factor, but felt that changes in the home environment were also key. Being unable to access essential amenities was regarded as important across the groups. Consumers particularly noted problems leading to crisis for people who are unable to access services (p<.0005) and all rated inadequate community services as important. Lack of suitably trained care staff was highlighted by all groups and lack of coordination between health and social care services was strongly rated by physical health staff, consumers and academics, but less so by mental health staff.
Crisis interventions
Participant rankings of the interventions in each of the four categories: professional healthcare support; social home care support; family carer support; and home living environment; that respondents thought most likely to be useful in managing a crisis are shown in Table 3 . Again, they are ranked with the top five items shown in order.
Participant rankings of the interventions in each of the four categories that respondents thought most likely to be useful in preventing a crisis are shown in ranked order in Table 4 .
( Tables 3 and 4 here)
Interventions used to manage and prevent a crisis
Professional Healthcare Support Managing a crisis: 24 hour availability of professionals, accident and emergency services, health staff working longer hours, and access to a safeguarding adults team, a telephone helpline and a single point of contact were all considered highly important in managing a crisis.
Preventing a crisis: In contrast, key factors in preventing a crisis included early referrals to support services, a coordinated care plan, specialist training for health staff, multidisciplinary assessments and provision of purposeful activities. However, consumers (mostly carers) rated involving the person with dementia in care planning as less important than did health staff (p≤ .001). Physical health checks and medication reviews were also rated as important by academics and health staff, but consumers rated medication reviews as less important (p≤ .005).
Social Home Care
Managing a crisis: Emergency care provision and other emergency services related to social care were seen as cornerstones of helping to manage a crisis, assisted by a centralised database of people and their needs. Flexible services, specialised training for home care staff and other home care services were also of importance.
Physical health staff placed less value on home care staff training than did mental health staff and consumers (p<.02).
Preventing a crisis: Presence and training of home care staff were seen as the most important factors in preventing a crisis. Day care services, flexible services and a centrally held database of needs and preferences of people with dementia were also seen across the groups as central to helping to prevent a crisis.
Family Carer
Managing a crisis: Respite at home, respite in a care home or respite at a day centre/day hospital were considered by all groups the best ways of supporting the family carer in the midst of a crisis. Other factors, such as counselling and family carer education, were considered important but much less so.
Preventing a Crisis: Family carer education was considered the key factor in helping to prevent a crisis, followed by planning care with the family carer and access to carer support groups. Counselling and advice about financial matters were also considered highly important across the four groups.
Home Living Environment
Managing a crisis: Communication equipment was highly valued as a means of helping to manage a crisis. People also felt that having a family carer and supportive friends and neighbours were very important. Specialist assistive technology (p< .004) and assistance with medication (p< .008) were valued particularly by mental health staff.
Preventing a crisis: There was a general view that having a daily routine at home could help prevent a crisis. This included having support for administering and monitoring medication. Having a family carer and the support of friends and neighbours were also important. Home adaptations and equipment were also highly regarded, along with prompts and cues around the home (though these were less valued by consumers p<.001). Lastly, specialist assistive technology and purposeful activities, although not usually ranked in the top five, were consistently valued across the four groups.
Finally, participants were asked to rank the categories in order of likelihood of causing a crisis in dementia. 'Behavioural/psychological factors' was ranked as the most likely category to cause a crisis, while the 'environment' was ranked lowest by all participant groups. The mental health group ranked the categories in the same order as the overall ranking: behavioural/psychological, physical, vulnerability, family carer and environment, whereas the physical health group ranked physical health factors third and had equal rankings for family carer factors in second and fourth place.
DISCUSSION:
This is the first large scale study to compare the views of different stakeholders And identify their top ranked causes of crisis and interventions for managing or preventing crisis for people with dementia and their carers. The results are surprisingly consistent between the four stakeholder groups, providing a clear indication of the likely precipitating causes and favoured interventions for crisis prevention and management.
However, there were some clear differences of opinion.
The top ranked factors such as wandering, aggression, falls, infection, carer burden and environment match the most commonly cited causes of crisis and institutionalisation (Sörensen et al., 2006; Knapp et al., 2007; George, 2011; Mukaetova-Ladinska and McKeith, 2004 Philip et al., 2010; Toot et al., 2013; Johnson et al., 2013; Pinquart, 2003; George, 2010; Pimouguet et al., 2010; Wolfs et al., 2012) .
Similarly, a systematic review undertaken by Macneil-Vroomen et al., 2013 identified a range of stressors that could lead to crisis from the perspectives of family carers, people with dementia and healthcare providers. Participants in this study listed the top ranked factors of crisis as the inability to live independently, intense behavioural and psychological symptoms and emotional toll on informal care givers. Our study includes the perspectives of different groups of healthcare professionals and academics as well as family carers and people with dementia.
Consumers' rankings of the causes of crisis diverged most from the other three groups. These variations are important to recognise, particularly in the development of policy and strategies aimed at avoiding and managing crisis effectively. Consumers' views differed from others in three of the five domains of causes of crisis, which suggests that they may interpret crisis situations differently to healthcare professionals and that this may impact on their acceptance of services offered. In particular, they were more concerned about factors potentially less amenable to interventions, such as severity of dementia and living alone. This divergence of opinion reflects previous findings that people with dementia and family carers do not always concur with providers on the desired content of care services (Denson 2013).
Despite the increased emphasis on involving people with dementia and family carers in planning the care they get, nearly half report little or no involvement in the decisions and choices made about the support services they receive (SfC/DUK, 2012). This study highlights the importance of taking into account the views of people with dementia and their families about their needs and choices when planning care interventions, particularly at times of crisis, as these may not concur with the priorities perceived by healthcare professionals. Despite this, the consumers in our study (mostly carers) placed less emphasis on involving people with dementia in their own care planning. The findings also highlight the need to ensure that government policy and practice standards about client centred care reflect the needs and preferences of people with dementia (DH, 2009).
With regard to the different professional groups, government policies and guidelines highlight the need for health and social care staff to work more collaboratively in understanding and supporting people with dementia (DH, 2009 ). This study suggests few significant differences between mental and physical health practitioners' views on the causes of crisis, which provides a positive platform for interprofessional collaboration in this area.
However, consumers may not always weight certain factors associated with crisis in the same way, given their relatively lower ranking of abuse, neglect and alcohol consumption, raising implications for safety. Staff may need to explore these issues with carers and include them in educational packages, whilst recognising the inherent sensitivities of topics.
The findings underline the importance of family carer related factors as contributors to crisis and breakdown of community tenure (Cassie & Sanders, 2008) . The provision of timely and immediate interventions is critical in resolving crises in dementia, which are often complicated by comorbidity and safety issues. However, the provision of preventative interventions is also important, since the degenerative and complex nature of dementia, with its impact on families, requires that support and care provided should both offer stability and be responsive and sustainable in the longer term.
The results of this study demonstrate that interventions selected as being useful in managing a crisis were, in most cases, less frequently selected as being useful in preventing a crisis, as illustrated by the differences in how the interventions were ranked.
Overall, there was greater consensus between groups ranking the top five interventions that could be useful in managing a crisis. This reflects the evidence that people with dementia and their carers view being able to access accident and emergency services in a crisis as important (Toot et al., 2013) . Unfortunately, people with dementia are more likely to experience negative outcomes following a hospital admission, such as longer stays, increased confusion, infection and disorientation (Challis et al., 2014) . Given that the number of avoidable hospital admissions appears to be rising (CQC 2013), healthcare practitioners could have a valuable role in promoting alternative community-based care responses.
Mental health professionals considered referral for a specialist assessment to be important in managing a crisis, whereas physical health practitioners ranked this as a more preventative intervention. This may indicate the different context for such assessments (one a crisis response, the other more oriented to identifying undetected morbidity). However, it suggests that consideration should be given to ensuring that all practitioners are aware of the range of potential services and timely assessments that could promote wellbeing and support for people with dementia and their carers.
The use of assistive technology in the management of dementia is widely reported in the literature. However, different opinions regarding its efficacy in managing a crisis were observed in the results. The disparity between mental health practitioners' and academics' views suggests differences in the perceived clinical use of assistive technology, even though the published evidence supports its use as an acute or preventative intervention (Damant et al., 2013) The findings also challenge the use of prompts and cues as an effective preventative intervention for people with dementia, with consumers ranking these lower than the other three groups. This is of particular interest when comparing advice published by charities and carer support groups on the importance of this type of intervention.
Equally, understanding the different views of people with dementia and family carers about the use of prompts/cues could be important, especially if valued by people with dementia and not by family carers.
Limitations
Online surveys may introduce bias due to the non-representative nature of the internet population (Eysenk & Wyatt, 2002) . However, the large number of responses received indicates that an increasing number of people now have access to the internet, including family carers. The option of completing paper versions of the survey with assistance from a researcher was used by a small number of people with dementia.
There were significantly more responses from physical health practitioners than mental health practitioners and this reflects the increasing contribution of the physical health sector in caring for people with dementia, which has been previously acknowledged (DH, 2009) . Future work could usefully explore further the perspectives of the relatively under-represented groups in the present study, for example people with dementia, thereby complementing the present findings.
CONCLUSION:
The results provide a useful insight into the perspectives of staff and consumers and could contribute to further development of assessment processes, for example, robust risk assessments that also capture individuals' unmet needs. Risk and unmet needs assessments should explore carers' perceptions about what they feel they could or could not cope with which, in turn, could shape carer education and support strategies as part of a preventative care plan.
Healthcare professionals may also benefit from insight into consumer perspectives that could affect the causes and management of crises. These include perceptions about incontinence and low awareness of types of abuse, which could form part of a risk management strategy.
Reconfiguring services to provide support in the home, including alternatives to the use of accident and emergency facilities in a crisis, may also have quality of life benefits for the person with dementia. Equally, commissioners will need to consider consumers' views about accessing services in a crisis when designing alternative strategies to crisis management. 
